MENTAL RETARDATION
A Review of Mental Health Implications* By LEONARD J. DUHL, M.D.l Most of us are now aware that mental retardation constitutes one of the major medical 'and social dilemmas of our times. Because you are regularly confronted with questions concerning the nature of this problem and what to do about it, I am sure I don't have to make an appeal for your interest. Actually, the parents of the mentally retarded children have probably seen to it. They have been more and more vocal in their demands that a part of our operating budgets and future plans be concerned with their children. Along with these demands have been the more recent ones of those professional workers who have recognized the potentialities in this field. They, along with the parents, are insisting that the pessimism about the retarded during the last 20-30 years should be lifted.
Some of the hard facts, upon which our future plans will depend, need examination. Obviously there are no ready made answers.
It seems to me that the first step is to take a thoughtful look at the meaning behind the words "mentally retarded." First, there must be a consensus as to definitions, who are the mentally retarded in terms of number afflicted and their degree of intellectual deficit. Secondly, what are the needs, and services, for the nation's mentally retarded population? Thirdly, what promise does research offer, and in what investigative fields can we anticipate the future breakthrough and advances.
To take a first look at the dimensions of the problem, the size 'and scope of the disorder must be viewed. This unfortunately is most difficult since we have never clearly defined what is meant by mental retardation. During a recent conference held by the Josiah Macy, Jr. Foundation on mental retardation experts offered at least a dozen different definitions. This approach to definition is not unique. Time and time again both at meetings and in the literature definitions are geared to the prime concerns and individual orientation of the definer. Such a lack of uniformity in definition is understandable. A definition that is broad enough to include all the different points of view would become relatively meaningless because of its diffuseness. Here is one recently advanced, "A mentally retarded person is an individual who according to professional evaluative disciplines and criteria, has failed to demonstrate his ability to live up to expectations in the intellectual and social spheres when he is compared with those of his chronological age." Another is "The mentally retarded include all persons who have a condition, in which the etiology is organic or non-organic but always exhibits a deficit in the intellectual spheres." Some medical personnel consider retardation to include only those persons who have the physical stigma associated with intellectual impairment. It is this group to which the term mental deficiency seems to have been attached -leaving mental retardation as the more inclusive term. The definition can be expanded to include the retardation of the superior and normal child who is not operating at his intellectual capacity.
Each of these many definitions is based on a functioning deficit. In each, the focus of the deficit is primarily intellectual despite the fact that the actual disorder may be in fact psychological. The definitions used have a circular quality since they are efforts of the evaluation to define the problems of the retarded and not the basic disorder. In the field of education, for example, the I.Q. has been found to be the best single predictor of school performance; however, neither I.Q. nor school performance actually predicts non-school or postschool achievements.
These various definitions by their circular character obscure the real nature of retardation. I believe we now have reason to look at retardation not as a disease entity in itself but more properly asa condition seen in many different kinds of disorders which mayor may not enter into the retardation picture. There is now a large body of evidence that affirms that these conditions result from congenital, genetic, developmental or other rhysical influences, as well as psychological and social conditions. As a result a acquiring more knowledge in the definitive etiology it will become easier to diagnose the true origins. It may become easier to differentiate the retardation caused by physical, psy,chological, educational and cultural conditions. For example, the physical conditions might be traced to nutritional, endocrinal, neural or a variety of such factors, preor post-natally. The psychological diagnosis may reveal the conditions as a consequence of some interference in normal personality development such as would result from maternal deprivation. Sub-standard educational practices arising from differences in teacher qualifications and regional expectations in educational attainment quite obviously affect the child's intellectual performance. One more item which must not be overlooked is the inequity arising from differences in family background which do not observe or emphasize the prevailing cultural attitudes toward learning.
Thus, these multiple and complex factors make it extremely difficult to make any exact determination of the prevalence of retardation. Simply as a device (based on some evidence) many of us for administrative reasons have come to use a figure of 3-3.5% of the 0-18 population as the known retarded. Simple arithmetic leads to a figure of 1,500,000 children who are retarded and an estimated 4,500,000 retarded in the population of U.S.A. This, then, and especially if we consider all the family members involved, as well as the retarded themselves, makes this an enormous problem.
That the problem extends itself to the community at large is pointed up by the fact that only 150,000 persons, most of whom are severely and organically retarded, are institutionalized in the United States. This leaves the bulk of the retarded living in our communities. Of those children who remain in the communities with their families, less than 130,000 are now reported attending special classes. Where are the remainder? Many 'are in regular classes but usually behind their grade. Many are out of school; unacceptable to the school systems. A large number remain unaccountable.
Ernest Gruenberg of the Milbank Fund has recently made a graphic presentation relating to the prevalence of retardation. In a curve developed from age and prevalence rates he shows, that no matter what definition of retardation is used, the prevalence rate varies with age. Between a and 5 the prevalence is constantly low; from 5 years the prevalence rises to 'a peak at the age of 13, after which it slowly descends. This curve gives rise to many speculations. Why the peak age at 13? Is it the demands of our school system and the attitudes of our culture toward the 13 year olds? Does the drop in prevalence, after 13, reflect the diminishing concern of our society for the individual who does not exhibit expected abstract intellectual ability and promise of success in adult life? Or does society begin to make use of these people's other abilities, and absorb them, thus losing their identity as retarded. Incidentally, the curve for girls is similar but the prevalence is lower. Does it also reflect similar yet less stringent cultural values for women? These are just a few of the questions which require much study and evaluation. The prevalence curve of the more severe and organically retarded, interestingly enough, is quite different and less responsive to these multiple factors and does not show the unusual peak that Gruenberg has described. It is, therefore, important to note that despite the basic neurological quality of some cases, most retardation has psycho-social determinants, and as will be pointed out later, even with an organic basis, it has psycho-social complications. It is for these reasons that mental retardation is in a large part a mental health matter.
To leave the problems of definition and prevalence, I would like to turn now to the problems of needs, services, and program planning. Though there is a tremendous "head of steam" built up throughout the country for such programs, we are faced with decisions relating to the best course of action in our planning. In making these decisions we encounter some definite and clear problems.
Briefly and pointedly, it can be stated that there is an inadequacy in both the quality and quantity of personnel needed to meet the needs of the retarded from either a service or research point of view. This lack does not confine itself to the medical and allied fields alone but is perhaps even more evident in the field of education.
Service-wise, diagnostic services are sorely deficient. Few areas have centers where children can be evaluated and diagnosed adequately, These areas have even fewer clinics to meet the long-term needs of the retarded and their families. Neither specialized clinics for the retarded, nor the broader pediatric or mental health clinics have been able to meet the needs. Private physicians have not been able to escape criticism. They have often been the butt of much parental hostility for their lack of help to the individual case.
How then, can these conditions be rectified and where does the responsibility lie for correcting this situation? Not in the hands of the practitioners or clinic workers alone. For example, in the case of physicians, too often their training sadly neglects any information in this area. Frequently, when training is offered, either in medical school or in specialty training, many choose to learn "more important things." Nevertheless pressure for clinics specializing in diagnosis and care of the retarded is demanding individuals of competence. Many of us become quite concerned when specialized clinics are demanded because the tendency for splintering into subspecialties is great. The dangers of this splintering becomes self-evident. On the other hand, the personnel of established pediatric and mental health clinics are at present usually neither trained, nor desirous of dealing with the problem. The retarded by many clinics' definition are neither "good cases" nor "interesting ones." For the time being the job may be a two-way one of both sponsoring and developing specialized services and educating and redirecting the emphasis of the broader clinics.
The need for trained personnel, and the question as to specialized services is similarly evident when we look into other treatment programs, rehabilitative services and even educational activities. Questions in much the same vein are being asked of the institutions. Should the institutions be concerned with the mentally retarded alone or should they broaden their services.
Personnel problems in all agencies, institutions and dinics are somewhat similar. Many personnel enter the field by accident, some because they need a job, and very few, until lately, by any conscious design. We can conclude that professional training programs are required. And at the same time there is a need for continuous in-service courses to bring personnel up to date.
Short training institutes which the National Institute of Mental Health has supported have been widely attended~ith mu.ch reported. enthusiasm :and interest. These have been held on a regional baSIS and have Involved medical, psychological, rehabilitative, educational, and other personnel responsible for diagnosis, care, treatment, and training of the retarded. The attendance and enthusiasm that these institutes have had should be a reflection of the total need that is present.
Are there similar needs for longer five to six week refresher courses to be given on a State or regional basis? Such courses might be considered as opportunities for the mental health clinic worker, for example, to gain professional competence in a new area, and at the same time help him to incorporate services to the retarded into his more general clinic.
These institutes, either short or long term are geared to persons already professionally trained and do not claim to give education where it is also sorely needed-as part of the original basic professional education received. Sadly, few training centers are either equipped or desirous of being responsble for such education.
Recently, there has been increasing awareness on the part of pediatricians of the need for such training. Psychiatrists are still relatively uninterested and continue to receive limited, if any, training in this area.
Psychologists who several decades ago played an important role in both research and service for the retarded have generally been similarly negligent in recent years. Yet a small number have at the same time been more active than their medical brothers. There are a few centers, primarily educational in nature, which have programs to train their psychologists for work in mental retardation. However, in no way is this adequate to the need. In 1954 the NIMH made a grant to the Psychology Department of George Peabody Teachers College in Nashville, Tennessee, for the training of psychologists with research emphasis in mental retardation. Under the supervision of Nicholas Hobbs and Lloyd Dunn, broad training in psychological disciplines is available, with emphasis on both service and research. Samuel Kirk, at the Institute for Exceptional Children, in Urbana, Illinois, has trained psychologists who have been immediately utilized by this field with its insatiable appetite for well trained persons.
In the field of education, the lack of trained teachers of the retarded is compounded by the more general inadequate number of school teachers. Though we can point to the inadequacy of the educators trained in special education, we can also point to the lack of training opportunities. Though courses in mental retardation are available in about 40 schools of education, an extremely small number are equipped for truly comprehensive training.
Despite the tremendous bottleneck personnel-wise, there have been new guidelines developed from recent research and from service programs that are leading to very heartening improved methods of care.
Diagnosis seems to be both a difficult problem and one fraught with emotional difficulties. Repeatedly, parents, including those who have financial means and can buy services, have become frustrated and increasingly tense due to visit after visit from office to office and clinic to clinic. To state that there is a need for a careful comprehensive evaluation sounds trite, and yet by its reported neglect in all but a few centers, it needs reemphasis. The examination must include a neurological, psychological, and general medical evaluation with careful analysis of the familial, cultural, educational, economic, and other social factors.
During diagnostic evaluation, and at the moment of diagnosis, the family needs much help in both understanding and support. Disposition, either through institutionalization or through home care, is filled with tension and distress. Families need guidance and help in working through their feelings. Too often families have had suggested to them immediate institutionalization with resulting guilt, ambivalence, and rejection. Similarly, the moderately or minimally retarded, though not severely incapacited enough to be institutionalized, may be labelled by I.Q. batteries or other diagnostic tests and, in many ways, exiled from the realms of the normal. With any diagnosis goes a stigma, extremely difficult to lift, that haunts and hinders cure and progress. Administratively and practically such labels and diagnoses have to be made, of course. Nevertheless, careful consideration should be given to the diagnostic criteria required. Similarly, ways must be found to make the public much more aware and show compassion and acceptance of individual differences as evidenced in retardation. Therefore, though, there is need for a thorough diagnosis and follow-up, the psychological and sociological needs of the family seem almost of prime importance; and in very few clinics, are these adequately met. To meet these needs many of the accepted and well known concepts of the child guidance clinics should be utilized in the work with the retarded. It is in this area that the well trained mental health worker has much to offer to both other professionals and the family.
Some institutions provide only minimal medical care and supervision or consultation. A few attest to the fact that even minimal humanitarian and medical care is lacking. Some of these institutions offer feeble excuses-there are no personnel; the States, localities and public ignore them. In general many are second class institutions. But in my mind there is no excuse for the conditions that some of them are in. In stating this I am not impugning the better institutions, and there are some. A few can even serve as models. I am talking about the large majority. They require much thinking and planning of their future roles before they can serve their real purposes.
The typical institution is isolated-both professionally and geographically. Professional persons in them have in many instances lost touch with their colleagues in either medical or university centres. They are unable to attract professionally qualified persons, to train those they have. Isolated they stand as receptacles for the society's debris rather than serving 'as active centres for human betterment.
The Pacific State Hospital in Pomona, California has a program under the leadership of George Tarjan which can be pointed to with pride. Pacific State Hospital now has a full psychiatric residency program. It has a large team of both psychologists and social workers. Cooperation with nearby universities has led to research and improved training. Assumption of responsibility has resulted in clinical services aimed towards helping cases remain in the community except when hospitalization is absolutely necessary. Their clinic program includes a general mental health clinic. Truly this institution has to a large extent assumed a role of community responsibility.
To complete this review of the problems of service, I want to call your attention to the fact that pilot projects and demonstration units have been set up in many parts of the country and especially, in the Northeast, which has excellent clinics for diagnosis and evaluation, home care and rehabilitation.
Along with a desire to give better service comes a need for more knowledge.
Research is the third matter that I wish to discuss. There is new knowledge which portends great advances in the next decade, but many questions surround the attack. Where is research needed; or better yet, where is it needed first? What are the priorities? In moving from etiology to problems of care and treatment come endless questions. Recognizing this, the National Association for Retarded Children with the guidance of Richard Maslandand Seymour Sarason has begun a two-year survey of research leads into the etiology of retardation. Both by a survey of the literature of retardation and allied fields and by visiting university centres, leads in both medical and psycho-social aspects of retardation will be sought. Already from fields as diverse as protein research and schizophrenia have come ideas and concepts worth further exploration. Since this survey has begun we at the Institute have noted that many persons have become aware of how their work relates to retardation, and how the field of retardation offers challenge for study. There now is an increasing number of requests for grants and information coming to the National Institute of Health. Independently, a Nobel Prize winner in chemistry, Dr. Linus Pauling, recently announced his intention of working in this field for the next 5 to 10 years. This work will be a cooperative venture of Linus Pauling's group at California Institute of Technology with George Tarjan at Pacific State Hospital.
Research relating to prevention has of this date been extremely profitable. Pasamanick and Lilienfeld's studies of the interrelationship of pregnancy difficulties and subsequent retardation have recently been published. In a study of the mental retarded and a series of controls (the controls being the next recorded hospital birth) revealed a marked incidence of pregnancy difficulties such as eclampsia, hypertension, pernicious vomiting, etc., in the mothers of the subsequently retarded children as compared to the normal controls. Similarly, nutrition studies of both pregnancy and early childhood years offer much hope. With improved diet associated with more careful public education programs, the problems of minimal deprivations which may have an etiological significance can, in part, be dealt with. One might even hazard a guess that such nutritional deprivations not only have an effect on physical growth but also have an effect on intellectual competence. If so, not only will this knowledge aid in the prevention of retardation but also in understanding problems of intelligence in the "normal child." Maternal and child health programs which have traditionally focused on this area need both increased support and broadened scope.
H. V. Brondsted from Copenhagen recently reported in the Bulletin of Atomic Scientists his impressions that stress during pregnancy, either psychological or physical, could effect the hormonal system enough to interfere with normal foetal development. The old wives' tales of pregnancy may indeed have scientific credence.
Phenylpyruvic oligophrenia, a genetically linked disorder, has recently been shown to be the result of a disturbed enzyme system which is controlled by a single gene. The disturbance of the enzyme results in a build up of phenylalanine in the blood leading tO,among other secondary disturbances, the retardation of intelligence. Dealing with this disorder by dietary means, Armstrong in Utah has reported marked improvements in several cases. Further studies of the enzyme system and the genetic involvement may lead eventually to the development of replacement enzyme therapy. Another disturbance, galactosemia, has recently been discovered to have a similar etiology which can he controlled by diet. Research workers feel that work with these disorders offers many leads for further studies of the other retardations.
In mentioning some of these most recent studies, I have attempted to point out some of the interesting work relating ultimately to prevention. However, if we work back into history of medicine we can see many conditions which can develop retardation which have been either conquered or radically curbed. Lemkau, in the past and more recently Warkany from the University of Cincinnati, recently presented a list of conditions that cause retardation which we have some knowledge about. Thus, in part, we have been able to cut down the incidence of retardation by preventive techniques. A modified and shortened list follows: meningitis, lead and other similar poisonings, nutritional deficiencies, pregnancy complications, syphilis, German measles, obstetrical procedures in general, RH factor, radiation, endocrine disorders such as cretinism, hypothyroidism, hypoglycemis, hypocalcemia, subdural hematoma, phenylpyruvic oligophrenia, galactosemia, cranio-stenosis, sucrosuria, maternal deprivation, genetic counseling, cousin marriage, maternal age, kwashiorkor.
After reading this list of accomplishments, it is obvious that it is still but a drop in the bucket.
Besides the question of etiology, many others require attention. The problems of the family, the parents and other siblings, home and institutional management, and care; new diagnostic techniques, educational methodology and the like, all need study. No area is of more immediate importance than epidemiology and nomenclature.
Recognizing the broad needs in the areas of research, training, and program development, the NIMH has recently awarded a grant of $230,000 to the American Association on Mental Deficiency. To this committee and its newly appointed executive director, Dr. Robert Myers, presently with the New Jersey Department of Institutions, goes the responsibility for developing guidelines in these areas. Through their committees and surveys, and work in conjunction with the Joint Commission of Mental Health, the next few years should lead to increasing awareness and focus in this field. Along with this work, their journal through newly incorporated research abstracts and yearly reviews, will serve as a clearinghouse of available knowledge.
The U.S. Department of Health, Education, and Welfare has similarly attempted to aid in many areas. Recently after one year of work a comprehensive and coordinated Department-wide program has developed. For the coming year' the Department's budget is approximately 4t million dollars. Plans for assistance to States and local communities in making available services such as diagnosis, therapy, social service, rehabilitation, education, the training of personnel and research, have been developed. These programs will increase the consultation, training, and research support available. The focus of DHEW thinking has been that a comprehensive program must be developed along a multiplicity of lines. The interdependence of medical -and educational programs in the care and treatment of the retarded necessitates support for all areas. Education, for example, needs teachers, programs and research. Their programs despite the need for medical research and care, are the backbones of all the services to the retarded. They thus need support of all kinds. At the same time, for the professional programs in retardation to improve and to achieve their maximum effectiveness, they must be a part of improved schools' mental health and child health programs which form the true base for any specialized work in retardation.
Mental retardation offers us all a challenge. We are challenged, not only by the guilt of inadequate services and personnel, but also by the promise of a new era where treatment rather than custody comes to the fore, and preventive programs are ever present. The promotion of int~llectual health as~p~rt of mental health is a tremendous challenge to our socIety, not only for ItS sickest members, but for the total population. This is an area of great need-which requires comprehensive planning.
Resume
La debilite mentale est un des grands problemes medicaux et sociaux de notre epoque. II est difficile d'en connaitre l'etendu a cause de la diversite des definitions. Bien que H pour cent des enfants soient consideres arrieres, ce probleme semble constituer davantage une preoccupation sociale que medicale. Que l'aspect social soit important a cause de sa frequence est etabli par l'augmentation du tau x durant les annees scolaires, periode des plus grands espoirs, [usqu'a un sommet vers l'age de 13 ou 14 ans. C'est pourquoi l'arrieration mentale a un aspect social aussi bien que biologique et psychologique.
La qualite et la quantite du personnel requis pour la recherche et Ie soin de ces malades sont tout ' 3. fait inadequates, Ni les cliniques specialisees, ni les departements de psychiatrie des cliniques pediatriques n'ont ete ou bien desireux, ou en mesure de faire face aces besoins. L'entrainement des medecins, ainsi que des professionnels des autres disciplines, neglige habituellement d'attribuer une attention suffisante au probleme des arrieres, Ce besoin fut comble, en partie seulement, par des instituts a entrainement specialise et des cours de rafraichissement. Cependant, il y a un grand besoin d'un personnel entraine universitaire dans toutes les disciplines. II existe un tel programme d'entrainement pour .psychologues avec accent sur la recherche dans Ie domaine da la debilite mentale au Peabody Teachers College, a Nashville, Tennessee. Les ecoles, bien qu'offrant un minimum de cours, sont loin d'etre adequates, En depit de la rarete du personnel, il y eut quelque amelioration dans l'evaluation clinique, Ie diagnostic et les recommandations therapeutiques, L'aide aux familles se revela tres importante. La rnajorite des institutions sont de seconde classe bien que quelques-unes aient rnontre la voie dans les programmes d'assistance et comme centres de recherche et d'entrainement.
Les recherches dans les sciences de base se sont intensifiees, De plus en plus on s'interesse au problerne de Ia xlebilite mentale. Des etudes sur les difficultes de la grossesse produisant une debilite mentale subsequenre, sur la nutrition, la genetique, les enzymes sont autant de sentiers vers une prevention efficace. L'Association Nationale des Enfants Arrieres, sous la direction de Richard Masland et Seymour Sarason, a assume la tache de colliger nos connaissances sur l'etiologie. L'Association Americaine de Debilite Mentale, favorisee d'un octroi de $230,000 de l'Institut National d'Hygiene Mentale, se propose de tracer des directives de recherche, d'entrainement, d'assistance et d'incorporer dans son journal des resumes d'articles et des revisions annuelles.
Divers etats, et diverses agences nationales ont dirige leur attention sur ce problerne, A l'heure actuelle, la debilite mentale constitue un defi, non seulement a cause de l'insuffisance des soins et de la rarete du personnel, mais aussi a cause du fait que nous vivons une ere ou Ie traitement et Ie prevention remplacent les attitudes simplement asilaires,
